A special conditions register (SCR) linked to the child health system's register of ail children has been in use in West Sussex since 1977. This paper describes the aims, organisation, and use of the SCR and gives examples of the aggegated data that may be obtained. Of the 155 000 children aged 0-17 resident in West Sussex in 1990, 4-3% were included on the SCR. Altogether 45.7% of children on the SCR had physical conditions with mild or no disability and 17-2% had moderate educational problems. The prevalence of severe hearing loss as defined was 1-7 per 1000 aged 5-17. The prevalence of diabetes mellitus was 1.2 per 1000 children aged 0-17. Validation of the SCR for diabetes mellitus found 35/36 of the eligible children were correctly registered and no child was incorrectly included. The conflicting priorities for maintaining a register for the care of individual children, for service planning, and for epidemiological research are discussed.
Background
In 1976 the Court report emphasised the need for continued surveillance of children with handicap.' Six years later only 78% of health authorities in England and Wales had some form of handicap register, only 12% had a computerised register,2 and West Sussex had the only computerised special conditions register (SCR) which was linked to the central child register. Since then many district health authorities have developed their own stand alone computerised SCRs3 and integrated SCRs are being developed by two large groups of district health authorities4 for their child health systems (G Coleman. Special needs registers, 1989; unpublished) .
Although the names 'handicap register', 'special conditions register', and 'special needs register' are used by different district health authorities, most reported registers include all children with ongoing significant medical and developmental problems and share the common aim of ensuring their special needs are met. [2] [3] [4] [5] [6] [7] Aims, development, and organisation The three aims of the West Sussex SCR are to improve the care of individual children by ensuring that all those with ongoing medical, developmental or learning problems are identified and followed up 
Validation for diabetes meflitus
The SCR was validated in May 1990 for prevalent cases ofchildren with diabetes mellitus living in Chichester health district and born on or after 1 January 1973. As diabetic children are almost certain to be attending hospital, consultants should be able to provide an independent external set of cases for comparison.8 All paediatricians and nurses receiving referrals from the district were asked to identify cases known to them.
Thirty one children with diabetes mellitus were identified, and 30 of these children had been accurately recorded on the SCR. The remaining child had previously been accurately recorded but the diagnosis of diabetes mellitus had been deleted in error when diabetes.insipidus was also diagnosed at 15 years of age.
An additional five children with diabetes mellitus on the SCR were not identified by the paediatricians and nurses. Further inquiry established that all five were correctly registered. Four were over 15 and had been transferred to adult specialists, who had not been approached. The paediatrician of the remaining child did not respond.
In summary, 35 of 36 eligible children were correctly registered on the SCR and no children were incorrectly included.
Uses of the SCR Whenever a child is seen in a scheduled consultation, the latest information from the SCR is included in the clinic record. Once a year, before confirming the SCR entries for their children, health visitors and school medical officers review each case from clinical records, by discussion with colleagues (for example teachers at special schools) or by medical examiination where appropriate.
In addition, the flow of information to the SCR leads to opportunistic review of individual cases by the community paediatrician. The aim is to safeguard children against the risk of assuming all aspects of care will be covered in follow up at a regional referral centre or a local paediatric outpatients department.
The SCR is used to ensure the local authority education department has been notified by the age of 2 that a child may have special educational needs and in future it will be used to provide the social services department with the register of disabled children required under the Children Act 1989. The effect of mobility is to inflate a register, as it is more important for the care of the individual child to record movement in than movement out of the district. 10 As there is some evidence that handicapped children move more often than other children,'0 13 the effect of mobility is likely to overestimate the prevalence of handicap in a district health authority.
As the West Sussex SCR uses multiple sources and active reporting, and as mobility is low in the area, accuracy should be relatively high. The validation score of 35/36 for diabetes mellitus may be compared with a score of 57/68 reported in a similar validation of an SCR for diabetes mellitus elsewhere.3 The West Sussex exercise is a reminder that for older children who halve transferred to adult physicians paediatricians do not provide an independent external set of prevalent cases.
Although the SCR is updated until age 19 for children who remain in school, accuracy declines after age 16 when register entries for children who have left school are no longer reviewed each year by the school medical officer, and incident cases age 16-19 may never be added to the SCR. The accuracy of the child health system as the population denominator will also fall at school leaving age. For these reasons although the SCR continues to contribute to the care of some individual children until age 19, it is unlikely to contribute to service planning and resuaFch after age 16 .
The proportion Qf the child population inclu4ed on the SCR is a function of the level of morbidity and the level of ascertainment, but is primarily determined by the policy on criteria for inclusion, for example the policy on asthma.
In West Sussex these factors lead to 4-3% of children 4being included on the register, but in Northumberland, with a different policy, the proportion is nearer 3%. 3 The outstanding advantage of an SCR, which is linked to the population register of the child health system, is that all information is immediately available for each child. For analysis of aggregate data good computer programming is also needed. The quality of programming available to the West Sussex SCR has meant that to ,date it has been possible to meet all requests, and yet exploitation of the potential for monitoring, planning, and evaluating services, and for facilitating epidemiological research has only just begun.
Like the Community Health Index in Scotland '4 for more than eights weeks) were seen in a regional referral centre over a period of 13 years. Three children had congenital neutropenia and two siblings had cyclical neutropenia, one of whom died of staphylococcal septicaemia. Two other patients had severe disease, one of whom died of sepsis and the other was severely ill with massive lymphadenopathy, hepatosplenomegaly, and mouth ulcers but recovered after three years on treatment with cyclosporin.
The remaining 43 patients had a relatively benign course with frequent but usually mild infections of the upper respiratory tract, ears, and skin. Mild splenomegaly was noted in six and 80% of the children were younger than 2 years at the onset. Six of 23 girls had at some time an abscess or cellulitis involving the labia majora and in three the infecting organism was Pseudomonas aeruginosa.
Follow ut, information was available for 36 of the 43 children with benign disease. The white cell count had returned to normal in 23 of them after a median duration of 19 months. Thirteen were still neutropenic after a median interval of 18 months.
Chronic idiopathic neutropenia in childhood is uncommon. It usually runs a fairly benign course with mild infections responding well to antibiotic treatment and no need for antibiotic prophylaxis. Labial infection especially with pseudomonas may suggest this condition. ARCHIVIST 
